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§ 84.54 Education of institutionalized 
persons. 

A recipient to which this subpart ap-
plies and that operates or supervises a 
program or activity for persons who 
are institutionalized because of handi-
cap shall ensure that each qualified 
handicapped person, as defined in 
§ 84.3(k)(2), in its program or activity is 
provided an appropriate education, as 
defined in § 84.33(b). Nothing in this sec-
tion shall be interpreted as altering in 
any way the obligations of recipients 
under Subpart D.

§ 84.55 Procedures relating to health 
care for handicapped infants. 

(a) Infant Care Review Committees. The 
Department encourages each recipient 
health care provider that provides 
health care services to infants in pro-
grams receiving Federal financial as-
sistance to establish an Infant Care Re-
view Committee (ICRC) to assist the 
provider in delivering health care and 
related services to infants and in com-
plying with this part. The purpose of 
the committee is to assist the health 
care provider in the development of 
standards, policies and procedures for 
providing treatment to handicapped in-
fants and in making decisions con-
cerning medically beneficial treatment 
in specific cases. While the Department 
recognizes the value of ICRC’s in assur-
ing appropriate medical care to in-
fants, such committees are not re-
quired by this section. An ICRC should 
be composed of individuals rep-
resenting a broad range of perspectives, 
and should include a practicing physi-
cian, a representative of a disability 
organization, a practicing nurse, and 
other individuals. A suggested model 
ICRC is set forth in paragraph (f) of 
this section. 

(b) Posting of informational notice. (1) 
Each recipient health care provider 
that provides health care services to 
infants in programs or activities re-
ceiving Federal financial assistance 
shall post and keep posted in appro-
priate places an informational notice. 

(2) The notice must be posted at loca-
tion(s) where nurses and other medical 
professionals who are engaged in pro-
viding health care and related services 

to infants will see it. To the extent it 
does not impair accomplishment of the 
requirement that copies of the notice 
be posted where such personnel will see 
it, the notice need not be posted in 
area(s) where parents of infant patients 
will see it. 

(3) Each health care provider for 
which the content of the following no-
tice (identified as Notice A) is truthful 
may use Notice A. For the content of 
the notice to be truthful: (i) The pro-
vider must have a policy consistent 
with that stated in the notice; (ii) the 
provider must have a procedure for re-
view of treatment deliberations and de-
cisions to which the notice applies, 
such as (but not limited to) an Infant 
Care Review Committee; and (iii) the 
statements concerning the identity of 
callers and retaliation are truthful. 

Notice A: 

PRINCIPLES OF TREATMENT OF 
DISABLED INFANTS

It is the policy of this hospital, consistent 
with Federal law, that, nourishment and 
medically beneficial treatment (as deter-
mined with respect for reasonable medical 
judgments) should not be withheld from 
handicapped infants solely on the basis of 
their present or anticipated mental or phys-
ical impairments. 

This Federal law, section 504 of the Reha-
bilitation Act of 1973, prohibits discrimina-
tion on the basis of handicap in programs or 
activities receiving Federal financial assist-
ance. For further information, or to report 
suspected noncompliance, call: 

[Identify designated hospital contact point 
and telephone number] or 

[Identify appropriate child protective serv-
ices agency and telephone number] or 

U.S. Department of Health and Human 
Services (HHS): 800–368–1019 (Toll-free; avail-
able 24 hours a day; TDD capability).

The identity of callers will be held confiden-
tial. Retaliation by this hospital against any 
person for providing information about pos-
sible noncompliance is prohibited by this 
hospital and Federal regulations.

(4) Health care providers other than 
those described in paragraph (b)(3) of 
this section must post the following 
notice (identified as Notice B): 
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Notice B: 

PRINCIPLES OF TREATMENT OF 
DISABLED INFANTS

Federal law prohibits discrimination on 
the basis of handicap. Under this law, nour-
ishment and medically beneficial treatment 
(as determined with respect for reasonable 
medical judgments) should not be withheld 
from handicapped infants solely on the basis 
of their present or anticipated mental or 
physical impairments. 

This Federal law, section 504 of the Reha-
bilitation Act of 1973, applies to programs or 
activities receiving Federal financial assist-
ance. For further information, or to report 
suspected noncompliance, call: 

[Identify appropriate child protective serv-
ices agency and telephone number] or 

U.S. Department of Health and Human 
Services (HHS): 800–368–1019 (Toll-free; avail-
able 24 hours a day: TDD capability)
The identity of callers will be held confiden-
tial. Federal regulations prohibit retaliation 
by this hospital against any person who pro-
vides information about possible violations.

(5) The notice may be no smaller 
than 5 by 7 inches, and the type size no 
smaller than that generally used for 
similar internal communications to 
staff. The recipient must insert the 
specified information on the notice it 
selects. Recipient hospitals in Wash-
ington, DC, must list 863–0100 as the 
telephone number for HHS. No other 
alterations may be made to the notice. 
Copies of the notices may be obtained 
from the Department of Health and 
Human Services upon request, or the 
recipient may produce its own notices 
in conformance with the specified 
wording. 

(c) Responsibilities of recipient state 
child protective services agencies. (1) 
Within 60 days of the effective date of 
this section, each recipient state child 
protective services agency shall estab-
lish and maintain in written form 
methods of administration and proce-
dures to assure that the agency utilizes 
its full authority pursuant to state law 
to prevent instances of unlawful med-
ical neglect of handicapped infants. 
These methods of administration and 
procedures shall include: 

(i) A requirement that health care 
providers report on a timely basis to 
the state agency circumstances which 
they determine to constitute known or 
suspected instances of unlawful med-
ical neglect of handicapped infants; 

(ii) A method by which the state 
agency can receive reports of suspected 
unlawful medical neglect of handi-
capped infants from health care pro-
viders, other individuals, and the De-
partment on a timely basis; 

(iii) Immediate review of reports of 
suspected unlawful medical neglect of 
handicapped infants and, where appro-
priate, on-site investigation of such re-
ports; 

(iv) Provision of child protective 
services to such medically neglected 
handicapped infants, including, where 
appropriate, seeking a timely court 
order to compel the provision of nec-
essary nourishment and medical treat-
ment; and 

(v) Timely notification to the respon-
sible Department official of each report 
of suspected unlawful medical neglect 
involving the withholding, solely on 
the basis of present or anticipated 
physical or mental impairments, of 
treatment or nourishment from a 
handicapped infant who, in spite of 
such impairments, will medically ben-
efit from the treatment or nourish-
ment, the steps taken by the state 
agency to investigate such report, and 
the state agency’s final disposition of 
such report. 

(2) Whenever a hospital at which an 
infant who is the subject of a report of 
suspected unlawful medical neglect is 
being treated has an Infant Care Re-
view Committee (ICRC) the Depart-
ment encourages the state child pro-
tective services agency to consult with 
the ICRC in carrying out the state 
agency’s authorities under its state 
law and methods of administration. In 
developing its methods of administra-
tion and procedures, the Department 
encourages child protective services 
agencies to adopt guidelines for inves-
tigations similar to those of the De-
partment regarding the involvement of 
ICRC’s. 

(d) Expedited access to records. Access 
to pertinent records and facilities of a 
recipient pursuant to 45 CFR 80.6(c) 
(made applicable to this part by 45 CFR 
84.61) shall not be limited to normal 
business hours when, in the judgment 
of the responsible Department official, 
immediate access is necessary to pro-
tect the life or health of a handicapped 
individual. 
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(e) Expedited action to effect compli-
ance. The requirement of 45 CFR 
80.8(d)(3) pertaining to notice to recipi-
ents prior to the initiation of action to 
effect compliance (made applicable to 
this part by 45 CFR 84.61) shall not 
apply when, in the judgment of the re-
sponsible Department official, imme-
diate action to effect compliance is 
necessary to protect the life or health 
of a handicapped individual. In such 
cases the recipient will, as soon as 
practicable, be given oral or written 
notice of its failure to comply, of the 
action to be taken to effect compli-
ance, and its continuing opportunity to 
comply voluntarily. 

(f) Model Infant Care Review Com-
mittee. Recipient health care providers 
wishing to establish Infant Care Re-
view Committees should consider adop-
tion of the following model. This model 
is advisory. Recipient health care pro-
viders are not required to establish a 
review committee or, if one is estab-
lished, to adhere to this model. In seek-
ing to determine compliance with this 
part, as it relates to health care for 
handicapped infants, by health care 
providers that have an ICRC estab-
lished and operated substantially in ac-
cordance with this model, the Depart-
ment will, to the extent possible, con-
sult with the ICRC. 

(1) Establishment and purpose. (i) The 
hospital establishes an Infant Care Re-
view Committee (ICRC) or joins with 
one or more other hospitals to create a 
joint ICRC. The establishing document 
will state that the ICRC is for the pur-
pose of facilitating the development 
and implementation of standards, poli-
cies and procedures designed to assure 
that, while respecting reasonable med-
ical judgments, treatment and nourish-
ment not be withheld, solely on the 
basis of present or anticipated physical 
or mental impairments, from handi-
capped infants who, in spite of such im-
pairments, will benefit medically from 
the treatment or nourishment. 

(ii) The activities of the ICRC will be 
guided by the following principles: 

(A) The interpretative guidelines of 
the Department relating to the appli-
cability of this part to health care for 
handicapped infants. 

(B) As stated in the ‘‘Principles of 
Treatment of Disabled Infants’’ of the 

coalition of major medical and dis-
ability organizations, including the 
American Academy of Pediatrics, Na-
tional Association of Children’s Hos-
pitals and Related Institutions, Asso-
ciation for Retarded Citizens, Down’s 
Syndrome Congress, Spina Bifida Asso-
ciation, and others:

When medical care is clearly beneficial, it 
should always be provided. When appropriate 
medical care is not available, arrangements 
should be made to transfer the infant to an 
appropriate medical facility. Consideration 
such as anticipated or actual limited poten-
tial of an individual and present or future 
lack of available community resources are 
irrelevant and must not determine the deci-
sions concerning medical care. The individ-
ual’s medical condition should be the sole 
focus of the decision. These are very strict 
standards. 

It is ethically and legally justified to with-
hold medical or surgical procedures which 
are clearly futile and will only prolong the 
act of dying. However, supportive care 
should be provided, including sustenance as 
medically indicated and relief of pain and 
suffering. The needs of the dying person 
should be respected. The family also should 
be supported in its grieving. 

In cases where it is uncertain whether 
medical treatment will be beneficial, a per-
son’s disability must not be the basis for a 
decision to withhold treatment. At all times 
during the process when decisions are being 
made about the benefit or futility of medical 
treatment, the person should be cared for in 
the medically most appropriate ways. When 
doubt exists at any time about whether to 
treat, a presumption always should be in 
favor of treatment.

(C) As stated by the President’s Com-
mission for the Study of Ethical Prob-
lems in Medicine and Biomedical and 
Behavioral Research:

This [standard for providing medically 
beneficial treatment] is a very strict stand-
ard in that it excludes consideration of the 
negative effects of an impaired child’s life on 
other persons, including parents, siblings, 
and society. Although abiding by this stand-
ard may be difficult in specific cases, it is all 
too easy to undervalue the lives of handi-
capped infants; the Commission finds it im-
perative to counteract this by treating them 
no less vigorously than their healthy peers 
or than older children with similar handi-
caps would be treated.

(iii) The ICRC will carry out its pur-
poses by: 

(A) Recommending institutional poli-
cies concerning the withholding or 
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withdrawal of medical or surgical 
treatments to infants, including guide-
lines for ICRC action for specific cat-
egories of life-threatening conditions 
affecting infants; 

(B) Providing advice in specific cases 
when decisions are being considered to 
withhold or withdraw from infant life-
sustaining medical or surgical treat-
ment; and 

(C) Reviewing retrospectively on a 
regular basis infant medical records in 
situations in which life-sustaining 
medical or surgical treatment has been 
withheld or withdrawn. 

(2) Organization and staffing. The 
ICRC will consist of at least 7 members 
and include the following: 

(i) A practicing physician (e.g., a pe-
diatrician, a neonatologist, or a pedi-
atric surgeon), 

(ii) A practicing nurse, 
(iii) A hospital administrator, 
(iv) A representative of the legal pro-

fession, 
(v) A representative of a disability 

group, or a developmental disability 
expert, 

(vi) A lay community member, and 
(vii) A member of a facility’s orga-

nized medical staff, who shall serve as 
chairperson. 
In connection with review of specific 
cases, one member of the ICRC shall be 
designated to act as ‘‘special advocate’’ 
for the infant, as provided in paragraph 
(f)(3)(ii)(E) of the section. The hospital 
will provide staff support for the ICRC, 
including legal counsel. The ICRC will 
meet on a regular basis, or as required 
below in connection with review of spe-
cific cases. It shall adopt or rec-
ommend to the appropriate hospital of-
ficial or body such administrative poli-
cies as terms of office and quorum re-
quirements. The ICRC will recommend 
procedures to ensure that both hospital 
personnel and patient families are fully 
informed of the existence and functions 
of the ICRC and its availability on a 24-
hour basis. 

(3) Operation of ICRC—(i) Prospective 
policy development. (A) The ICRC will 
develop and recommend for adoption 
by the hospital institutional policies 
concerning the withholding or with-
drawal of medical treatment for in-
fants with life-threatening conditions. 
These will include guidelines for man-

agement of specific types of cases or di-
agnoses, for example, Down’s syndrome 
and spina bifida, and procedures to be 
followed in such recurring cir-
cumstances as, for example, brain 
death and parental refusal to consent 
to life-saving treatment. The hospital, 
upon recommendation of the ICRC, 
may require attending physicians to 
notify the ICRC of the presence in the 
facility of an infant with a diagnosis 
specified by the ICRC, e.g., Down’s syn-
drome and spina bifida. 

(B) In recommending these policies 
and guidelines, the ICRC will consult 
with medical and other authorities on 
issues involving disabled individuals, 
e.g., neonatologists, pediatric surgeons, 
county and city agencies which provide 
services for the disabled, and disability 
advocacy organizations. It will also 
consult with appropriate committees of 
the medical staff, to ensure that the 
ICRC policies and guidelines build on 
existing staff by-laws, rules and regula-
tions concerning consultations and 
staff membership requirements. The 
ICRC will also inform and educate hos-
pital staff on the policies and guide-
lines it develops. 

(ii) Review of specific cases. In addi-
tion to regularly scheduled meetings, 
interim ICRC meetings will take place 
under specified circumstances to per-
mit review of individual cases. The 
hospital will, to the extent possible, re-
quire in each case that life-sustaining 
treatment be continued, until the ICRC 
can review the case and provide advice. 

(A) Interim ICRC meetings will be 
convened within 24 hours (or less if in-
dicated) when there is disagreement 
between the family of an infant and the 
infant’s physician as to the with-
holding or withdrawal of treatment, 
when a preliminary decision to with-
hold or withdraw life-sustaining treat-
ment has been made in certain cat-
egories of cases identified by the ICRC, 
when there is disagreement between 
members of the hospital’s medical and/
or nursing staffs, or when otherwise ap-
propriate. 

(B) Such interim ICRC meetings will 
take place upon the request of any 
member of the ICRC or hospital staff or 
parent or guardian of the infant. The 
ICRC will have procedures to preserve 
the confidentiality of the identity of 

VerDate 0ct<09>2002 13:17 Oct 15, 2002 Jkt 197175 PO 00000 Frm 00340 Fmt 8010 Sfmt 8010 Y:\SGML\197175T.XXX 197175T



341

Department of Health and Human Services § 84.55

persons making such requests, and 
such persons shall be protected from 
reprisal. When appropriate, the ICRC 
or a designated member will inform the 
requesting individual of the ICRC’s rec-
ommendation. 

(C) The ICRC may provide for tele-
phone and other forms of review when 
the timing and nature of the case, as 
identified in policies developed by the 
ICRC, make the convening of an in-
terim meeting impracticable. 

(D) Interim meetings will be open to 
the affected parties. The ICRC will en-
sure that the interests of the parents, 
the physician, and the child are fully 
considered; that family members have 
been fully informed of the patient’s 
condition and prognosis; that they 
have been provided with a listing which 
describes the services furnished by par-
ent support groups and public and pri-
vate agencies in the geographic vicin-
ity to infants with conditions such as 
that before the ICRC; and that the 
ICRC will facilitate their access to 
such services and groups. 

(E) To ensure a comprehensive eval-
uation of all options and factors perti-
nent to the committee’s deliberations, 
the chairperson will designate one 
member of the ICRC to act, in connec-
tion with that specific case, as special 
advocate for the infant. The special ad-
vocate will seek to ensure that all con-
siderations in favor of the provision of 
life-sustaining treatment are fully 
evaluated and considered by the ICRC. 

(F) In cases in which there is dis-
agreement on treatment between a 
physician and an infant’s family, and 
the family wishes to continue life-sus-
taining treatment, the family’s wishes 
will be carried out, for as long as the 
family wishes, unless such treatment is 
medically contraindicated. When there 
is physician/family disagreement and 
the family refuses consent to life-sus-
taining treatment, and the ICRC, after 
due deliberation, agrees with the fam-
ily, the ICRC will recommend that the 
treatment be withheld. When there is 
physician/family disagreement and the 
family refuses consent, but the ICRC 
disagrees with the family, the ICRC 
will recommend to the hospital board 
or appropriate official that the case be 
referred immediately to an appropriate 

court or child protective agency, and 
every effort shall be made to continue 
treatment, preserve the status quo, and 
prevent worsening of the infant’s con-
dition until such time as the court or 
agency renders a decision or takes 
other appropriate action. The ICRC 
will also follow this procedure in cases 
in which the family and physician 
agree that life-sustaining treatment 
should be withheld or withdrawn, but 
the ICRC disagrees. 

(iii) Retrospective record review. The 
ICRC, at its regularly-scheduled meet-
ing, will review all records involving 
withholding or termination of medical 
or surgical treatment to infants con-
sistent with hospital policies developed 
by the ICRC, unless the case was pre-
viously before the ICRC pursuant to 
paragraph (f)(3)(ii) of this section. If 
the ICRC finds that a deviation was 
made from the institutional policies in 
a given case, it shall conduct a review 
and report the findings to appropriate 
hospital personnel for appropriate ac-
tion. 

(4) Records. The ICRC will maintain 
records of all of its deliberations and 
summary descriptions of specific cases 
considered and the disposition of those 
cases. Such records will be kept in ac-
cordance with institutional policies on 
confidentiality of medical information. 
They will be made available to appro-
priate government agencies, or upon 
court order, or as otherwise required 
by law.

NOTE: The mandatory provisions set forth 
in paragraphs (b)—(e) inclusive of this sec-
tion are subject to an injunction prohibiting 
their enforcement. In Bowen v. American Hos-
pital Association, lll U.S. lll, 106 S. Ct. 
2101 (1986), the Supreme Court upheld the ac-
tion of a United States District Court, 585 F. 
Supp. 541 (S.D.N.Y. 1984), declaring invalid 
and enjoining enforcement of provisions 
under this section, promulgated January 12, 
1984.

(Information collection requirements con-
tained in paragraph (c) have been approved 
by the Office of Management and Budget 
under control number 0990–0114) 

[49 FR 1651, Jan. 12, 1984, as amended at 52 
FR 3012, Jan. 30, 1987]
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